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*emr msffibsrs *f t** Fublie l{salth C*mmitt**.

fu3y n*r:r* is Ni*ols $tecy. I an: Fubli* P*li*y Assi*tsnt f*r Faaxily lnstitul*
nf **nns*ticut Actisn. Ths {*l!*wing is *ur t*stirn*ny in fevnr cf ffiais*eJ ffiitl

N*. *7S$, "An A*l Ccn**rning ths Right t* Try Hxperim*ntal *rulgs."

W* supp*rt this bili in pr"in*ipl*, with ihe und*r$tfrR*ing th*t thnre {T*y be

vel!* fis.rcsrn$ #bCIut its imp|*rnsnt*tiCIn. $*m* h*v* *bs*rved thet it **r.l!d
inadvertently creat* tw* slar:dard$ ilf c&ra: sr!* f*r pmtient$ whc arff

lndep*nd*ntly w**lthy, #nd *n# fCIr thns* wh* ffiro n*t. Thet is n*t e smsll

**ns€rr1, but w* suggs$t that th*r* c*uld be rnnrs {harr *rr* w*y t* l*nn*n
th* ciisparity; this ffiatter sh*uid b* fu*her expl*r*d. Alsc, etl":ical

standands {such *s iftf*rrfie* *cnsenti m*ant ta prat**t th* *af*ty *f
pati*nl$ sublc*t t* res*an*h tiials sha*ld by n* il"le*Rs be cxsl fr$lds

mer*iy hmcnusc the p*tient *th*rwis* he$ I psCIr pr*Sn*sis, w* d* n*t
wish t* *n**ur*g* sny*i"re t* tak* edvani#S* af lhsse petieilt$ *r tr**t
th*m ** h*m*n "guinsa pig$ "

i-"i*wsv*r, ws nCIts ti":*t drugs reaching th* F["r*ss t *linica] tninl stag* h*ve
e'reffdy [:*en sturiieri f*r s#v€ral y*sr$ sn ev#rff#*; the odds mre

signific*ntly ngalnst n':ost dril#$ *\r*n m*king it thi* fxr in thm approval
pr*sffi$$.1 bffhat th* lack cf fifisl FilA appr*val r*alty signifir** {*r p**pl*
wh* have llmited tirn* ls &s"'! cntrr*us &ftrsunt cf burneaureratic r*d t*pe As
th* W*ll $tre*t J*urn*l r*po$*#, th* FilA its*lf *pp*ars t* N"rav* con*edecj
th* brird*n *f its requirsmsnts: "The current form used by such patients for
access to unapproved drugs is so complex that it takes about 100 hours to
complete it...The new form will take 45 minutes.'2We agree that there are
far better ways for a dying person to spend 100 precious, irretrievable
hoursl
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While the new form is a welcome improvement, there is still considerable time and
expense involved in producing new drugs. Meanwhile, people die. Research trials are
not the sole answer, as many people who could potentially benefit do not
qualify.3 Professor and ALS patient David Huntley points out that "Given the rate of
occurrence of ALS and the median post-diagnosis longevity, 10,000 or more of us will
die during the time it would take Genervon to complete a phase 3 trial."a lf only one
percent of those patients saw results of any significance, 100 people would benefit. To
those 100 - and to everyone touched by their lives - it would be of immeasurable value.
Beyond that, it would help to advance the hope of a cure for future generations of
people affected by diseases like ALS. False hope? Not at all.

This session, the Connecticut legislature will be debating a bill that would ostensibly
give terminally ill patients the "choice" to take their own lives with a drug overdose. What
about those who want to be treated so they can live? What are we doing to ensure, to
the extent possible, that they have a genuine choice?

Keeping in mind the caveats we already mentioned, we do think this is a step in the
right direction, and hope that Connecticut willjoin the five states that have already
passed similar bills with bipartisan support.

Thank you,
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1 . http://www. medicinenet.com/scripUmain/art.asp?articlekey=9g77
2. http://www.wsj. com/articles/the-right-to-try-revo lt-1 423527 g65
3. http://goldwaterinstitute.org/enlworUtopics/healthcare/right-to-try/state-lawmakers-three-states-vote-
unanimously-allo/
4. http://www.utsandiego.com/news/201slfebt10lals-patients-fight-right-try-drug/


